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“THE LITTLE DANCE”: 
HOW MOTHER AND DAUGHTER WITH A DISABILITY  
NEGOTIATE A VISION FOR THE DAUGHTER’S FUTURE 
BRETT KATHLEEN ERSPAMER 
 
ABSTRACT 
 
In this case study, we explored how an adolescent with social-emotional and 
cognitive disabilities and her parent came to a shared understanding of transition goals 
and a vision for the future. We interviewed a 20 year-old woman with autism spectrum 
disorder (ASD) and anxiety and her mother separately about their hopes and how they 
discussed the future. Directive content analysis was used to identify themes and 
subthemes from the interviews. The findings indicated that the mother’s and daughter’s 
hopes for the future differed slightly, with the daughter’s hopes being more ambitious, 
narrow and concrete, while the mother had a more fluid and abstract vision. We found 
that the mother used a person-centered approach in speaking with her daughter about the 
future by having a good understanding of her daughter’s hopes, following her daughter’s 
lead, and sharing control over decision-making. They discussed the future in small 
naturally occurring increments. The mother constantly evaluated when to push her 
daughter, when to step back, and when to gently make suggestions about the future. She 
also tried to balance her hopes for her daughter’s future independence with the reality of 
keeping her daughter safe. Implications include the need for communication between 
student, parent and school personnel and for supporting person-centered transition 
planning. 
	  	   vi	  
Table of Contents 
 
 
Statement of the Problem 1 
Review of Related Literature 1 
Methods 10 
Findings and Interpretations 14 
Discussion 23 
Conclusion 28 
Appendix 29 
Bibliography  33 
Curriculum Vitae  36 
	  	   vii	  
List of Figures 
 
Figure 1. Congruence of hopes. This figure represents how the mother's more broad    
and abstract hopes for her daughter’s future encompass her daughter's more 
concrete and narrow hopes, while also leaving space for other possible    
outcomes to achieve her vision. 17 
 
1 
	  
Statement of the Problem 
Although there is evidence that students with disabilities and their parents may 
sometimes differ in their expectations and goals for the future, very little is known about 
how these expectations are negotiated between students and their parents and what 
impact this negotiation process might have on transition planning. In this study, we 
interviewed one young woman and her mother about their hopes and the process of 
developing a compatible vision for the future. The information from this study will 
provide parents and practitioners working with transition-age youth with insights related 
to how parents and youth discuss the future, which may have implications for goal-setting 
and transition planning. 
Review of Related Literature 
 
The transition process from high school to post-school life is complex, especially 
for students with disabilities and their families. Schools are tasked with aiding in the 
preparation of youth with disabilities for this transition. Since 1983, much focus and 
money has been invested in legislation and research in an attempt to guide schools in 
meeting the challenge of preparing students for the transition to post-school life (Kohler 
& Field, 2003). Despite this investment, poor transition outcomes including low rates of 
post-secondary schooling, employment, and independent living are experienced by youth 
with disabilities, especially those with social-emotional and cognitive disabilities such as 
autism spectrum disorders (ASD) (Newman, Wagner, Cameto, & Knokey, 2009). 
“Transition services,” as defined by the Individuals with Disabilities Education 
Act (IDEA), encompass “instruction, related services, community experiences, the 
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development of employment and other post-school adult living objectives, and, if 
appropriate, acquisition of daily living skills and functional vocational evaluation”. These 
transition services are “based on the individual child’s needs, taking into account the 
child’s strengths, preferences, and interests” (US Department of Education, 2007, 
“Change the Definition of Transition Services,” para. 1). IDEA mandates that 
Individualized Education Programs (IEPs) for students age 16 and older contain specific 
transition components including appropriate and measureable postsecondary goals and 
needed interagency linkages. Additionally, at age 14, the IEP must begin including 
transition services relevant to the student’s course of study. The amendments of 1997 
require that the child be invited to IEP meeting when discussing postsecondary goals.  
The intent of this legislation is for parents and students to be active collaborators in 
transition planning. Yet, studies suggest that most parents and students do not participate 
meaningfully in IEP meetings and transition goals often do not reflect their plans or goals 
(Thompson, Fulk, & Piercy, 2000; Trainor, 2005; Wagner, Newman, Cameto, Javitz, & 
Valdes, 2012).  
What Makes a Successful Transition? 
The literature on transition planning is evolving, but there is current research 
describing features of a successful transition for students with disabilities. Carter, Austin, 
and Trainor (2012) found that paid community employment, independent self-care, social 
skills and paid school-sponsored work (but importantly not unpaid school-sponsored 
work) were associated with higher rates of post-high school employment for students 
with severe disabilities (defined as autism, intellectual disability, or multiple disabilities). 
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These are vital skills and experiences to focus on in transition programs. Other factors 
essential to facilitating a successful transition include access to career development 
experiences, interagency collaboration, family involvement, self-determination skills 
training, daily living skills training, social and job skill instruction, and establishing job-
related supports such as job coaches and requesting accommodations (Lee & Carter, 
2012; Landmark, Ju, & Zhang, 2010). In a qualitative study, college students with 
disabilities reported that many of these same skills and experiences supported their own 
transitions. They also mentioned problem-solving skills and self-regulating skills; 
knowledge about themselves, their disability, resources, rights, and responsibilities; 
having career-related goals; as well as flexibility and a positive attitude to meet new 
challenges (Webster, 2004). Although we have some information about what is needed 
for a successful transition, further research is needed to understand why outcomes 
generally remain poor. 
Parental Expectations and Outcomes 
 
Parents’ expectations for their child’s future are important for understanding 
outcomes for youth with disabilities. A small sample of eight parents and eight siblings of 
high school students with significant cognitive disabilities reported that they lacked 
knowledge about post-school options, and expected that their family member with a 
disability would work in a segregated employment setting and continue living in the 
family home (Chambers, Hughes, & Carter, 2004). Lack of knowledge about services and 
options may reduce expectations, which may in turn negatively influence outcomes.  
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Furthermore, researchers found that parents of students with autism, intellectual 
disabilities, and multiple disabilities highly valued outcomes such as having friends, 
being safe, being successful in school and holding a job, but rated the likelihood of 
attaining these outcomes significantly lower than their ratings of importance (Ivey, 2004; 
Poon, Koh, & Magiati, 2013). These data depict a discrepancy in what parents hope for 
their child and what they realistically expect, suggesting that parents recognize that their 
child may have difficulty achieving valued outcomes. This discrepancy may be reflective 
of their child’s level of functioning or the parents’ lack of confidence in or access to 
effective resources to help their children to attain the outcomes they hope for (Poon, Koh, 
& Magiati, 2013).  
Parental expectations are especially important because they have been found to be 
a strong predictor of student outcomes (Carter, Austin, & Trainor, 2012). Higher parental 
expectations that their son or daughter with severe disabilities (autism, intellectual 
disability or multiple disabilities) would have a paid job or be self-supporting 
significantly predicted higher rates of employment, even when controlling for other 
factors such as social skills and paid work experience (Carter et al., 2012). This may be 
because parents with high expectations are more proactive or involved in helping their 
child attain employment, their child may believe more in himself or herself due to his or 
her parents’ confidence, there may be more pressure to work, or parents may have more 
insight into their child’s abilities beyond what was controlled for in the Carter et al. study. 
However, the relationship between parental expectations and student outcomes is not well 
understood and needs to be explored further.  
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Students’ and Parents’ Future Plans and Transition Planning in Schools 
One reason post-school outcomes for students with disabilities remain poor may 
be that education teams often do not adequately take students’ and parents’ hopes and 
goals into consideration in their transition plans. In a qualitative study with transition-age 
students and their parents, Thompson, Fulk, and Piercy (2000) found that the families’ 
expected outcomes and supports needed for employment, postsecondary education, 
recreation and leisure, and residential plans differed considerably with what was actually 
written into transition planning documents. Similarly, Trainor (2005) found that school 
transition goals did not match the post-school plans that students with learning disabilities 
had for themselves. Most significantly, several students who said they planned to go to 
college after graduating high school had been exempted from the high school exit exam 
and were not enrolled in college preparatory classes. This mismatch between families’ 
goals and school transition goals may contribute to the lack of successful outcomes for 
students with disabilities.  
Participation of Students and Parents in IEP Meetings 
Wagner, Newman, Cameto, Javitz, and Valdes (2012) used data from the National 
Longitudinal Transition Study 2 (NLTS2) and the Special Education Elementary 
Longitudinal Study to examine the participation of a large sample of 6,860 students and 
their parents in transition meetings. About three fourths of both parents and students 
surveyed had attended their most recent transition-planning meeting. However, based on 
parent and student report, only one fifth of 15–19 year-old students took an active 
leadership role in the meeting, with the remaining students providing only some input or 
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none at all. As these data suggest, attendance at transition meetings does not appear to 
guarantee that the student will participate in creating his or her own transition goals in a 
meaningful way. The majority of parents in the study thought their involvement in IEP 
and transition planning was “about right,” while about one third wanted to be more 
involved. Again, this number does not convey the full story of parents’ attitudes toward 
transition planning.  
A qualitative study with 30 parents of young adults with disabilities illustrated a 
more nuanced picture of parents’ roles (Jaimie, McIntyre, Butterworth, & Allen, 2004). 
Parents revealed that they often felt like the “linchpin” in the coordination of their child’s 
services and transition planning and that without their involvement and advocacy, 
everything would fall apart. The authors surmised that the pressure parents feel to be 
intensely involved could undermine the active participation of their child in transition 
planning, potentially unintentionally limiting students’ vital opportunities to practice self-
determination and advocacy skills.  
Comparison of Parent and Student Goals 
Beyond potentially limiting opportunities for the student’s development of self-
advocacy skills, the involvement of parents in transition planning at the expense of their 
son or daughter can be a larger problem if the parents’ and student’s goals do not align. A 
few studies have compared parents’ expectations for the future to those of their son or 
daughter with a disability. Based on a large survey study, Powers and colleagues (2009) 
found that both youth and parents reported that finishing high school and having good 
health care were their top transition priorities for the student. Students and parents agreed 
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on three of the five most important transition activities: learning self-care, self-advocacy, 
and safety skills (Powers, Geenen, & Powers, 2009). However, these researchers did not 
compare each parent’s priorities to the priorities of the parent’s child, but compared 
students with disabilities and parents’ priorities overall; thus, the findings do not describe 
specific agreement within families. Another study, with a smaller sample size, provides a 
more revealing picture of students’ and parents’ level of agreement in expected outcomes 
and supports needed for after high school (Thompson, Fulk, & Piercy, 2000). Although 
students in this study did recognize a need for some future supports, they were 
significantly more likely than their parents to think they would be living outside the home 
within one year, while parents expected their son or daughter would need more support in 
finding and holding a job and gaining access to leisure activities. This study suggests that 
youth may sometimes overestimate their abilities, leading to potentially unrealistic 
expectations for the future, or that parents may underestimate what their child is capable 
of achieving in the future.  
It is important to note that over half of the youth in the Powers et al. (2009) study 
and all students in Thompson et al. (2000) had learning disabilities; a larger difference 
between youth and parents’ expectations for the future may exist for students with 
disabilities generally considered to be more severe, such as autism spectrum disorders 
(ASD) or Traumatic Brain Injury (TBI). Blacher, Kraemer, and Howell (2010) found that 
family members of young adults with autism had more limited work and residential 
expectations and more significant worries about the transition process overall than 
families of youth with Down syndrome, cerebral palsy, or learning disabilities. In another 
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study, researchers found that parents of children with more severe disabilities such as 
autism, TBI, or multiple disabilities rated functional skills as being the most important in 
transition planning and academic skills as being the least important, whereas parents of 
children with disabilities such as learning or a speech/language disability rated academics 
as most important (Grigal & Neubert, 2004). The discrepancy reported in these studies 
suggests that parental expectations and transition values do appear to vary based on the 
severity and type of disability of their son or daughter.  
In a qualitative study, Camarena and Sarigiani (2009) examined differences in 
expectations and priorities in relation to postsecondary education in a sample of 
adolescents with autism and their mothers and fathers. Adolescents and their parents both 
highly valued postsecondary education, but more mothers reported that a vocational 
program or associate’s degree was a more likely outcome than did their adolescent. 
Mothers also noted that their own hopes for their child were often higher than their 
expectations. Students consistently rated the severity of their academic and social 
problems lower than their parents. This discrepancy could partially be explained by the 
range in levels of self-awareness of abilities and challenges that the researchers found 
amongst the adolescents. The authors noted that higher self-awareness appeared to be 
related to a higher level of functioning and having had discussions with their parents 
about their diagnosis and resulting challenges. These findings provide further evidence 
that expectations for the future may differ between students with disabilities and their 
parents, yet more research is needed, especially with students with more severe 
disabilities. Based on this research, students with more severe disabilities might be 
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expected to have lower levels of self-awareness about their disability leading to 
overestimation of their abilities, which may make it more difficult for parents and youth 
to agree upon realistic future goals. Furthermore, students who have discussed their 
disabilities and resulting challenges with their parents may have a better understanding of 
their abilities leading to more realistic expectations, and may put them “on the same page” 
in terms of what their future might look like. 
The Present Study 
There is evidence that students with disabilities and their parents may sometimes 
differ in their expectations and goals for the future. Very little is known about how these 
differences are discussed or negotiated between the parent and student and what impact 
this process might have on transition planning. Most studies included in this review have 
been quantitative and draw on data from large databases, such as the NLTS2, which 
documented outcomes of youth with disabilities based on questionnaires and telephone 
interviews. Additionally, of the qualitative studies that were reviewed, most focused on 
youth with learning disabilities (Thompson, et al., 2000; Trainor, 2005). Very little 
research has examined expectations for the future among youth with social-emotional and 
cognitive disabilities and their parents. This single case qualitative study explored how an 
adolescent with social-emotional and cognitive disabilities and her parent come to a 
shared understanding of transition goals and a vision for the future.  
Research Questions 
 
1. How do a mother and her adolescent daughter with anxiety and ASD express their 
hopes for the future? 
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2. What is the process by which this adolescent and her mother come to a shared 
understanding of transition goals and a vision for the future?  
Methods 
 
Design 
 
This study was a single subject case analysis based on open-ended interviews with 
a mother and her daughter. I recruited a parent and a youth from a sample of parents of 
youth with disabilities who participated in a larger study focused on their child’s 
transition from school to post-school life. Parents were originally recruited through staff 
at their son or daughter’s private school for youth with neurological and other social-
emotional and cognitive challenges. They participated in a focus group to explore their 
hopes for their son or daughter’s future and their perceptions of the skills their child 
would need to further develop to reach those goals. Through the process of transcribing 
the data from the focus group, I observed that one parent and child appeared to have 
similar stated goals for the future. The mother reported that she and her daughter 
developed a mutual understanding about her daughter’s future working with animals and 
living on her own. The mother described specific ways she had supported her daughter to 
build skills for the future, such as helping her daughter start a dog-walking and pet-sitting 
business for neighbors. As part of the initial research project, the daughter’s IEP was 
reviewed and her daughter’s personal vision for the future seemed to reflect what her 
mother had reported during the focus group. Thus, I developed a new research question 
focused on understanding how parents and youth formed this shared understanding. I 
recruited the parent and youth to participate in an in-depth interview. The goal of these 
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interviews was to gain a better understanding of how one mother and daughter were able 
to create a shared vision for the daughter’s future.  
  My experiences and perspectives are bound to influence the interpretations I 
make about the data. Therefore, as suggested by Primeau (2003), it is important to engage 
in reflexivity, a process by which qualitative researchers reflect on how their beliefs and 
experiences affect the research process. I am an occupational therapy student in the 
second year of my graduate program. I was also a fieldwork occupational therapy student 
at the school the participant attended and got to know participant through observing her 
during 1-on-1 occupational therapy sessions and in her classroom. Through my graduate 
studies thus far, I have adopted a client-centered perspective, and believe that clients 
receiving therapy, and in certain cases their families or caregivers, should be active 
participants in goal-setting and in therapy decisions. This perspective influenced the 
questions I asked during the interview, particularly questions that explored whether 
client-centered values were honored in their experiences with school personnel and health 
care professionals.  
In transcribing the original focus group data, I observed that there often seemed to 
be a contrast between the child’s expressed goals and the parents’ expectations. For 
example, one mother noted that her son hoped to obtain a job in the medical field that 
paid well and to live independently, but that she considered that outcome extremely 
unlikely. However, the parent I interviewed seemed to have similar expectations and 
goals as her daughter for her daughter’s future, which was reflected in both the focus 
groups and her daughter’s IEP.  
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I hypothesized that this mother and her daughter may have come to this shared 
understanding in part through having conversations about the daughter’s disability, her 
strengths and challenges, and her future. Such conversations may have had an impact on 
the daughter’s awareness of her challenges and facilitated a more realistic sense of her 
capabilities. I assumed that they had discussed her interests and goals for the future in 
terms of employment and living situation, and reviewed what she needed to work on in 
order to succeed in her goals. From my experiences with the daughter, I have observed 
that she appears nervous about speaking up and seems to want to please adults, so another 
possible explanation for why their goals were similar could be because the daughter 
generally agrees with most of what her mother or other adults say to avoid conflict.  
Participants 
 
The family who participated in this interview included Stacy, a Caucasian female 
who is 20 years old and has autism spectrum disorder (ASD) and anxiety, and her mother, 
Nora who participated in the aforementioned focus group.  
Procedure for Collecting Data 
A semi-structured interview format was used, as detailed in Appendix A. The 
interview questions were informed by the research literature, the daughter’s IEP, and the 
focus group data. 
Nora indicated during the focus group that she was open to being contacted for 
participation in future research. She was contacted to explore if she and her daughter, 
Stacy, would be interested in participating in an interview for another study. I 
interviewed the mother and daughter separately, asking the questions described in 
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Appendix A. I interviewed Nora in her home while her daughter was at school, and I 
interviewed Stacy in a private room at her school. Audio recorders were utilized during 
interviews to obtain an accurate record of what was said. Because Stacy experiences 
significant anxiety when speaking and often responds to questions with just one or two 
words, during the interview, she was given the opportunity to write down her answers to 
questions rather than speak them out loud. She wrote down most of her answers, but did 
verbalize some of her responses. Allowing her to write her responses was helpful in 
obtaining more detailed answers in a way that was comfortable for Stacy. During both 
interviews, I took a few field notes as a backup and to capture nonverbal behaviors that 
seemed important. I wrote reflective notes after the interview to document my initial 
reactions and interpretations, and any questions or concerns that came up.  
Data Analysis 
Directive content analysis was used to interpret the data from the interviews (Bos 
& Tarnai, 1999; Charmaz, 2014; Graneheim & Lundman, 2004; Mayring, 2000). Data 
were transcribed verbatim. I used open and axial coding to identify themes and to 
compare the daughter’s and the mother’s perspective. While transcribing the audio data, I 
coded each idea Nora expressed with a descriptive label (open code) to represent Nora’s 
expression of her hopes for Stacy’s future and my interpretation of the process Nora used 
to communicate with Stacy. For example, Nora’s reflection, “Stacy, we still have to talk 
about this. I know it’s uncomfortable but we’re…this is the time to talk about it” was 
labeled as Pushing for dialogue about the future. During the axial stage of coding, the 
initial open codes were categorized into similar themes that answered the original 
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research questions. I identified three overarching themes: Congruence of Hopes for the 
Future, A Child Centered Approach, and Conversations about the Future. Thus, the open 
code Pushing for dialogue about the future became a subtheme for the theme 
Conversations about the Future. Interpretations of the data were reviewed by two 
professors of occupational therapy and two fellow graduate students.  
Findings and Interpretations 
 
Congruence of Hopes for the Future 
 
Stacy and her mother’s vision for the future were compatible, although differed 
slightly, as Nora articulated a more nuanced and detailed vision for Stacey’s future. In 
response to what her hopes were for her future after she left school, Stacy first responded:  
“Continue with my likely job at Petsmart and look for my own place to live” 
When asked if there were other jobs she might want after that, Stacy mentioned being a 
“dog bather” or a “veterinary assistant.” In contrast, when her mother Nora was asked 
what her hopes were for Stacy’s future, she at first responded, 
“My main thought is I want her to feel fulfilled. I want her to have a purpose, and 
of course to be happy. And you know I want her to be out and about in the 
community and not sitting on a couch on Facebook” 
Nora’s description was more abstract and broad, whereas Stacy’s vision was quite 
concrete and specific. Nora gives us a clue to how she may have come to this more 
abstract vision when she was asked more specifically about what she envisioned Stacy 
doing for a job. She said: 
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“I think that working in Petsmart would be a realistic goal for Stacy. I don’t know 
about the vet tech. I’ve kind of come to terms with uh…unless we could find…I’m 
not saying it’s not possible, we could find a veterinarian who’s open to having 
someone and only work with animals and not have to interact with the customers, 
people, then maybe that could work. But I have had to do some adjusting, really 
it’s quite painful sometimes” 
This mention of a “painful adjusting” and “coming to terms” suggests that in the 
past, Nora has had to modify her expectations for her daughter’s future. Perhaps to avoid 
the pain of altering her expectations, Nora has adopted a more fluid conception of the 
future.  This conception encompasses her daughter’s concrete hopes of living 
independently and having a job, but also allows for a broad range of additional possible 
outcomes to fulfill Nora’s vision for Stacy. Figure 1 provides a conceptual visual 
representation of the relationship between the mother and the daughter’s hopes. Nora’s 
open view of Stacy’s future was echoed when she was asked at the conclusion of our 
conversation if she had anything more to add:  
“I want her to wake up in the morning and have something to do, someplace to go, 
or someone to see…Just a purpose. We all need a purpose” 
The differences in how mother and daughter conceptualize Stacy’s future may 
relate to Stacy’s level of self-awareness. Stacy’s responses during the interview indicated 
that she does have some self-awareness about what skills she needs to work on and the 
amount of support she would need if she were to live in her own apartment. When asked 
what would be hard for her about living alone, Stacy expressed,  
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 “Budgeting, making appointments by phone, advocating and communicating.” 
These are all skills that Nora also mentioned Stacy needed to develop. When Stacy was 
asked what level of support she would need to live on her own and how she decided that 
was what she needed, she responded, 
“Someone to stop by now and then to check on me…realizing I don’t need 
someone 24/7, but like, I don’t not need someone at all.” 
Although Stacy recognizes which skills she needs to improve, her mother 
expressed that she thinks Stacy does not quite realize the extent to which she is lacking in 
certain skills. Nora stated that “people skills” were her daughter’s largest weakness. 
About Stacy’s awareness of this, she said, 
“She knows it’s a problem technically. Um. But I don’t think she sees it in a 
realistic…with realistic eyes. I think she thinks she does better than she does…the 
last time she was with her friend. Um…I felt like I had to, like I was there too, and 
I had to fill in all the blanks. And do a lot of the talking. And later on I said ‘Stacy, 
how did you feel that went? I mean, remember when I talked to you ahead of time 
about you have to ask [name of friend] questions, you have to talk?’ [mimicking 
Stacy’s voice]: ‘Oh, I thought it went pretty well’. And I said, ‘Why do you think 
that?’ And she says, ‘Well, remember when I said blah blah blah’ and it was like 
one statement or one thing and I said yes and then she thought that she was done. 
And that’s how far off she is from where it really needs to be. ” 
According to Nora, Stacy seems not to recognize the extent to which she is lacking in 
interpersonal communication skills or perhaps what is typically appropriate or expected 
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of her in social situations. This lack of self-awareness may contribute to why Stacy has 
both more narrow and ambitious hopes for her future. 
 
Figure 1. Congruence of hopes. This figure represents how the mother's more broad and 
abstract hopes for her daughter’s future encompass her daughter's more concrete and 
narrow hopes, while also leaving space for other possible outcomes to achieve her vision. 
A Person-Centered Approach  
Nora’s approach to the process of negotiating a mutual understanding for Stacy’s 
future can be described as person-centered. This means that Stacy’s interests are at the 
forefront of the decisions that Nora makes.  This person-centered approach includes three 
processes that were observed in the data: understanding her daughter’s hopes, following 
her daughter’s lead, and sharing control. 
	  	  	  
Mother's Hopes: 
Feel fulfilled 
 Be happy 
Have a purpose 
Be out in the community 
 
 
Daughter's 
Hopes: 
Work at Petsmart, 
Dog Bather, Vet 
Assistant 
Live Independently 
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Understanding her daughter’s hopes. One aspect of person-centeredness was 
having a good understanding of the person’s goals. Nora and Stacy described similar 
employment and living goals for Stacy’s future.  
Mother: “Stacy definitely wants to work with animals…that is what her dream is” 
Daughter: “I always wanted to work with animals” 
Mother: “She’s adamant that she does not want to live in a big house with lots of 
people. So she’s picturing one roommate…I know she doesn’t want to go very far” 
Daughter: wrote she would like to live in “an apartment only 20–30 minutes from 
my house with 1–2 other people” 
Knowing what her daughter wants allows Nora to keep Stacy’s opinion in mind both 
when she speaks with her daughter about the future and when Nora makes decisions 
relevant to her future.  
Following her daughter’s lead.  In some situations, Nora described following 
Stacy’s lead in making decisions about preparations for the future. For example, the staff 
at Stacy’s school were teaching Stacy how to navigate public transportation by herself, 
something that Nora was a bit hesitant to let Stacy try due to Nora’s concern for Stacy’s 
safety. However, since Stacy tends to be cautious and anxious when trying something 
new, Nora tries to support Stacy when she challenges herself:  
“If she wants to try something that’s been nerve-wracking, I usually go for it. I 
follow her lead. So if she says she’s willing to do it, I think I’m going to have to 
say okay”  
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In another example, Stacy’s first experience away from home at a week-long 
dormitory experience through her school’s transitional program led her to realize she 
should try the shared supported housing option also organized by her school. Nora said:  
“So when she [Stacy] got home from that experience [week-long program living 
in a college dormitory away from home], she said to me, I think I need to live at 
[name of supported housing program]. And I…my antennae just went up like 
what? And even though knowing how fearful she was, but she said this to me. And 
so that’s what got the conversation going. And I thought, this is amazing. And I 
need to go with this. I need to make this happen, so I did. She’s going to be living 
there, starting in the fall…which is so amazing, so amazing. It happened to be 
something that was kind of written into her IEP and we went for it, we got it. So 
um but that was driven by Stacy” 
Nora pays close attention to and capitalizes on the moments that Stacy challenges herself 
to take steps toward independent living. In this case, Nora was surprised by Stacy’s 
expression of interest in the supported housing program, but she followed through by 
arranging the opportunity for Stacy to participate, shifting Nora’s perception of what may 
be possible for her future. Her fluid vision for the future allows Nora to be open to 
allowing Stacy to try new things, such as learning to take public transportation or living 
in a supported housing program, which in turn further influences her ideas about what 
Stacy is capable of.  
Sharing control. Another aspect of a person-centered approach was that Nora 
gives Stacy primary input into decisions that affect her future. Nora explained that when 
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her daughter becomes anxious about talking about living outside the family home in the 
future, Nora tells her, 
“Stacy, you don’t need to feel that way because…because it’s your call. I mean, 
you’re the one who has more say than anybody” 
Nora shares control over decision-making with her daughter, letting her know in this case 
that it is primarily up to her whether and when she feels ready to move out of the family 
home. Collaboration about decision-making is another way that Nora puts Stacy’s 
interests first.  
Conversations about the Future.  
Little increments. Nora described how she does not plan a big formal 
conversation to discuss the future with her daughter, but rather they have had many little 
conversations about it as it comes up in conversation. 
“I try to do things in like little increments. That’s the better way to do it with 
Stacy” 
“I don’t plan it. Just kind of when it comes up” 
“We do talk about it semi-regularly. I’ll bring it up or she’ll bring it up. I’ve 
asked her like, how many people do you picture, how many people would you 
want to live with?” 
Nora knows her daughter well enough to know that planning for a formal conversation 
about the future would be very overwhelming and anxiety-provoking for Stacy, so she 
instead chooses to discuss it in little segments when it naturally arises. For Stacy and 
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Nora, creating a shared vision happens through these naturally occurring conversations 
and is an ongoing, dynamic process.  
Pushing for dialogue. Nora also described a situation in which she pushed her 
daughter to discuss the future: 
“Once she leaves [name of school]…she wants to live on her own. So she says 
that. But then when we try to talk about it um, she gets anxious so I…I say to her, 
‘Stacy, we still have to talk about this. I know it’s uncomfortable but we’re…this 
is the time to talk about it. We’re not in a huge rush. We have to explore you know, 
feel places out. What do you think of this place, what do you think of that place?’” 
Nora knows that living independently is Stacy’s goal, but that it makes Stacy anxious to 
talk about it. In this situation, in order to support Stacy’s goal, Nora deemed that it was 
necessary to push Stacy to talk about where she wants to live, even if it caused 
discomfort.  
Imagining possibilities. In other instances, rather than outwardly pushing Stacy 
for dialogue, Nora described “feed[ing] ideas into her head.” In this situation, she 
suggested that her daughter might want to live in a neighboring town:  
“I mentioned [name of neighboring town] recently because it’s…it’s not that far 
away, it’s about 20 minutes away, they’ve got kind of a vibrant downtown, there’s 
the commuter rail that goes right through. Um and at first she said, ‘No I don’t 
want to live [there], I want to live in [another town]’. Who doesn’t? So um…but 
then I noticed that a few weeks later, she kinda said, ‘Oh [name of neighboring 
town] is kinda nice actually’” 
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Nora judges when it might be a more effective strategy to suggest possibilities about the 
future and see what takes hold with Stacy rather than confront her or push her on a 
certain point. Nora constantly evaluates when to push for conversation, when to gently 
suggest, and when to just follow her daughter’s lead. 
Balancing possibilities and realities. Not only does Nora have to evaluate when 
and how to discuss the future with her daughter, she also constantly balances holding 
high hopes and expectations for her daughter, while trying to stay realistic at the same 
time. She explains how she tries to be realistic with Stacy about what it will take for her 
to live independently with a roommate:  
“I say to Stacy, ‘Stacy, if you were like…someday you’re going to be someone’s 
roommate. And they’re going to really not like you very much if you act like this.’ 
I really try to be realistic. Sometimes bluntly, sometimes I’ll soften it but 
sometimes I’m just blunt about it. Very blunt. Because that’s the real world. I try 
not to soften everything too much. I know she needs a break from the world 
sometimes but it is…she lives in the real world. She wants to live in the real world, 
she has to act like it.”  
Again, Nora knows that Stacy’s goal is to live independently. Nora deems that if this 
possibility has a chance at becoming a reality, it is important for her to be direct with 
Stacy about what it will take for her to reach this goal.  
Nora described an incident in which Stacy was out in the community on a school 
field trip and said that she wanted to go out exploring on her own and she ended up 
getting “scammed” by a beauty business selling her $800 worth of products. She 
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explained that Stacy did not have the skills to know how to speak up or give her teacher a 
sign that something was wrong when he came to check on her. She said,  
“When she’s uncomfortable she freezes. She just freezes and so, that tells me that, 
she’s going to need someone with her. At least for, you know, she’s just going to 
need some supervision. I can’t just set her loose” 
 This incident affected Nora’s expectations for Stacy’s future, leading her to be 
concerned that Stacy would not have the skills to be safe on her own. She went on, 
“She wants to have her own apartment maybe with a roommate. She… that’s 
what she pictures. And I have to you know really start gently telling her, that 
doesn’t seem right to me, I don’t think that’s going to feel right; I need you to be 
safe more than anything. And so that’s going to be our little dance I think, until 
she turns 22”  
The notion of a “little dance” seems an apt metaphor for the negotiation process between 
this mother and her daughter about transition goals. Nora wants her daughter to lead the 
dance, work on independent living skills and reach the vision she has for herself to work 
at Petsmart and live independently, with her role being following and supporting her 
daughter’s steps. However, at the same time, she wants both of their expectations to be 
realistic and so sometimes determines she must take the lead and encourage her daughter 
to consider other options. While Nora wants to support her daughter’s drive for 
independence and wants to envision Stacy living independently as a possibility, Nora 
must balance these possibilities with the reality of whether Stacy would really be safe 
living on her own.  
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Discussion 
 
This single case study provided an in-depth description of the process by which a 
mother talks with her daughter who has ASD and anxiety about the future, and of how 
they each describe their hopes for the future. The mother takes a person-centered 
approach by having a good understanding of her daughter’s hopes, following her 
daughter’s lead in certain situations, and by sharing with her control over decision-
making about the future. Creating a shared vision for the future appears to be an ongoing 
process that occurs naturally over time in small increments. Nora, the mother, continually 
makes micro-decisions about whether it is best to gently encourage her daughter Stacy to 
consider certain topics about her future or to push her more firmly, or simply to step back 
and follow her daughter’s lead. Prioritizing Stacy’s interests and hopes and speaking to 
her frequently in little increments allow this mother-daughter pair to continually create 
and revise a vision for Stacy’s future.  
Initially, I had hypothesized that Stacy and Nora would share goals for Stacy’s 
future. Based on the findings of Camarena and Sarigiani (2009), I predicted this mutual 
understanding may have developed in part because Stacy’s parents had discussed Stacy’s 
interests and goals for the future and reviewed what skills she would still need to develop 
to achieve her goals, resulting in a better understanding of her own abilities and potential 
for the future. The data provided some support for this hypothesis. Nora reported that 
discussions about the future happened somewhat frequently and when the topic arose 
naturally. However, mother and daughter’s future visions varied somewhat in that Stacy’s 
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were more ambitious, believing she would be able to live independently and need fewer 
supports.  
This difference may be because Stacy lacks some awareness of her challenges. 
Consistent with findings reported by Thompson et al. (2000) and Camarena and Sarigiani 
(2009) that described students holding higher future expectations and needing fewer 
supports than their parents reported, Nora expected that Stacy would need more supports 
in the future than Stacy did. Nora reported her daughter was aware of the existence, but 
not the severity of her social challenges. Stacy realized the need for some supports in the 
future: recognizing she needed to further develop interpersonal skills and budgeting skills, 
but she thought she would be able to live independently with someone to check in on her 
occasionally. Yet Nora was not sure that Stacy would be ready to live independently in 
the near future, although this was still a possibility within her more fluid 
conceptualization of Stacy’s future. The discussions about the future may partially 
explain the near congruence of goals between mother and daughter, while Stacy’s lack of 
self-awareness may explain why they are not perfectly aligned.  
This case study supported and expanded upon the findings of several previous 
studies. Mothers in Camarena and Sarigiani’s (2009) study described often having hopes 
that were higher than their expectations. Ivey (2004) and Poon et al. (2013) reported that 
parents rated the likelihood of their children with disabilities (including ASD) achieving 
valued outcomes lower than their importance, indicating a discrepancy between their 
hopes and expectations for their child’s future. In this study, Nora described altering her 
hopes over time, seemingly to be more in line with her expectations about where her 
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daughter would live and work. This alteration led to a more broad vision, focusing on her 
daughter finding happiness and a sense of purpose, which allowed for a range of possible 
outcomes. This seemed to be an effective strategy in allowing Nora to keep an open mind 
about possibilities for the future while avoiding the disappointment of specific goals not 
being met.  
Furthermore, Stacy’s mother reported safety as an outcome of utmost importance, 
consistent with parents in Ivey and Poon et al.’s studies. Her mother was concerned that 
because Stacy tended to “freeze” in uncomfortable situations and did not speak up, that 
she would not be safe being on her own. Concerns about safety may have implications in 
the transition goal-setting process in schools as parents may not feel comfortable with 
certain goals, similar to Nora’s concerns about Stacy learning to use public transportation. 
Particular attention should be given to alleviating and addressing any parental safety 
concerns relating to transition goals and perhaps more time given to specifically teaching 
skills to stay safe at home and in the community.  
The findings of this study support the need for communication among the three 
parties involved in planning the future for youth with disabilities: the youth, parent, and 
school personnel. Kramer et al. (2011) examined this triadic relationship among parents, 
children, and professionals by interviewing pediatric therapists. The researchers found 
that school and health professionals must relinquish some authority to students and their 
parents to engage in true collaborative decision-making. A shared understanding of the 
student’s needs and priorities for intervention required negotiation and a shifting of 
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beliefs based on a new understanding of each member of the triad’s unique outlook and 
expertise. 
Moreover, the findings support the need for interventions in transition planning 
that are family-centered. In a randomized controlled trial, families with transition-age 
students with ASD who participated in a comprehensive family-centered transition 
planning intervention reported significantly higher parental expectations for the future, 
student self-determination, and student career decision-making ability than a control 
group (Hagner, Kurtz, Cloutier, Arakelian, Brucker, & May, 2012). The intervention 
consisted of group training sessions for families, person-centered planning including 
accommodations to ensure the student’s participation, and follow-up assistance. 
Considering that high parental expectations have been shown to lead to better outcomes 
for youth with disabilities (Carter, Austin, & Trainor, 2012), person-centered transition 
planning may lead to better outcomes for this population.  
Because this study was a single case study, the findings cannot be generalized to 
other families. Different families may have different styles of communicating about the 
future with their sons or daughters that may be effective for them. Another limitation is 
that I chose this family because I thought that their vision for the future was aligned 
based on prior information. Other adolescents with social and cognitive disabilities who 
have hopes for the future that are less congruent with their parents may benefit from more 
or less persuasion or direct confrontation than Stacy in order to facilitate discussion of the 
future.  
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Future research is needed to explore the process families utilize to discuss the 
future with a greater number of families, to investigate if effective strategies might differ 
based on a child’s age, abilities, personality, or diagnosis.  Participants should include 
families that vary in the degree of agreement about future goals and could examine how 
families begin to reconcile differences in visions for the future. Future studies could also 
investigate the negotiation process between parent, student, and professional.  
 
Conclusion 
The findings from this study have implications for professionals working with 
transition-age youth such as special educators and occupational therapists because a 
professional constitutes a third person trying to enter the “little dance.” It raises the 
question about what the professional’s role should be in negotiating goals for the future. 
Who should be leading the dance? This study supports the notion that the student’s best 
interests should remain at the center of the transition planning process and that parents’ 
and student’s visions for the future should each be considered. Effective interventions 
aimed at improving outcomes of transition planning should intimately involve the youth 
and their parents.  
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Appendix 
 
Questions for Parents: 
 
Thank you for agreeing to talk with me today about your perspective on [name of 
student’s] future and the important topic of transitioning to adulthood. I am interested in 
understanding parents and youth’s goals and expectations and how they talk about the 
future together. Better understanding this process will help all of us determine where and 
how to best support transition age youth. I would like to tape record our conversation 
because sometimes it is hard to capture all the information in notes. When I write up the 
findings, I will use pseudonyms and change other identifying information as appropriate. 
Are you okay with this? 
 
1. Please describe your hopes for [name of student’s] future after she transitions out of 
the school system?   
a. What are your expectations for her future (if they differ from your hopes)?  
i. What level of assistance (in school, in her job) do you think she will 
need?  
b. What do you think has contributed to how you envision your daughter’s 
future?  
c. Can you describe any experiences that impacted or changed your expectations 
for her future?  
2. What do you think are her strengths that will help her achieve these goals? 
a. What do you think [student name] understands about her strengths? 
3. What challenges do you think she may experience in achieving these goals? 
a. What do you think [student name] understands about her weaknesses? 
4. What services and experiences have been most helpful in preparation for [name of 
student’s] life after school?  
5. What have you done to help your daughter prepare for life after school? 
a. What is most important for your daughter to work on outside of school to 
prepare for her future? 
6. First conversation: Can you remember the first conversation you and [student name] 
had about her future? If so, tell me about that conversation. 
a. When did this happen? 
b. How did it start? 
c. How did it go? 
7. General: What types of conversations have you and [student name] had about her 
future since this first time? 
a. What do you generally discuss? 
b. What are the conversations generally like? 
c. How often do you have these types of conversations? 
d. How have these conversations changed over time? If so, how?  
8. Specific: Tell me about a specific conversation that you and [student name] had about 
her future. 
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a. When did this conversation take place? How long ago? 
b. What did you discuss? 
c. How did the conversation start? 
d. How did you feel about this conversation? 
9. If your daughter’s goals or expectations ever differed from your own, can you please 
describe this experience? 
a. What happened? 
b. How did you resolve this difference, if you did? 
10. Please describe what IEP meetings have been like for you.  
a. If applicable, please describe your role in creating or modifying IEP goals for 
your daughter. 
i. What has this process been like?  
ii. What do you feel is most important for your daughter to work on in 
school to reach her goals? 
b. What role has [student name] taken in creating or modifying her IEP goals? 
11. What, if anything, would you like to share with professionals about your experience 
as a parent in the transition planning process?  
 
Thank you for your time. If you think of anything else you would like to share with me 
later, please feel free to contact me. Here is my contact information. 
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Questions for Student: 
Thank you for agreeing to talk with me today. I don’t know if you remember, but I 
worked here last year as part of my training to become an occupational therapist. Now, I 
am doing some research and am interviewing parents and teens to understand how you 
think and talk about the future. I would like to tape record our conversation because 
sometimes it is hard to write down all the information in notes. When I write up the 
findings, I will not use your real name. I will use a made-up name. Are you okay with all 
of this? 
 
1. What are you hoping to do after you finish school at [name of school]?  
a. What type of job do you want? 
i. What do you think you will need to do to get that type of job? 
ii. Did you always want that type of job, or was there another job you 
thought about having in the past? 
iii. How did you figure out that this is the job you want? 
iv. Why do you think you would be good at that type of job? 
v. What might be hard for you about having that type of job? 
b. Where do you want to live?  
i. Who do you want to live with? 
ii. What personal strengths and skills do you have that will help you to 
live like that?  
iii. What might be hard for you about being able to live like that? 
1. What skills do you need to work on to be able to live like that? 
2. Who do you talk to about life after finishing school?  
a. Probe parents, professionals, peers, others. 
b. Who starts the conversation? 
c. What do you talk about? 
d. How do the conversations go? 
e. How do you feel when you have these conversations? 
f. Tell me what happens if you and the person don’t agree about what you want 
for your life after school. 
3. Tell me about what your last IEP meeting. 
a. What was that like for you?  
b. What is your role in creating your IEP goals and plans for the future? 
c. What did you say you wanted, if anything, in your last IEP? 
i. Is this still what you want, or have you changed your mind? 
ii. If so, what are your new ideas about what you would like to do in the 
future?  
d. What do you think are the most important things for you to work on in school 
to help you accomplish your goals?  
e. Please tell me about a time you did something that was helpful to you in 
preparing for your future goals. 
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Thank you for your time. If you think of anything else you would like to share with me 
later, please feel free to contact me. Here is my contact information. 
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